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Memorandum by the Royal College of Nursing 


Introduction 


1. The Royal College of Nursing (RCN) represents more than 290,000 nurses, midwives and health 
visitors working in all sections of the NHS, in all specialisms and at all levels, as well as in the independent 
sector, throughout the United Kingdom. 


2. The RCN welcomes the opportunity to give evidence to the Select Committee of the House of Lords 
on the important and difficult issues which the Committee intends to address. 


3. It is timely that some consideration is being given to these issues following the highly publicised case 
of Airedale NHS Trust v. Bland upon which the House of Lords gave judgment on 4 February 1993. 
However, the issues before the Committee, many of which were raised in the Bland case, are faced by 
many nurses and doctors every day and affect many patients who suffer from a range of other conditions. 


4. Health care professionals constantly face difficult clinical decisions about whether or not it is approp- 
riate to resuscitate, or to use or continue using ventilation and artificial feeding to treat infections. The 
legal case concerning Tony Bland has been one of the most public and controversial of its kind although 
the situation is not unique. Its implications affect every nurse involved with patients whose lives are in 
doubt. The RCN has been concerned that much of the debate has been conducted as though the nursing 
function is entirely subsumed in medical treatment. Nurses are often assumed merely to follow doctors’ 
orders, whereas they make many independent decisions about care. The word “medical” was consistently 
used in the Lords’ judgment to describe Tony Bland’s care. 


5. Almost all the life support for Tony Bland was essentially nursing in nature, and so the care he received 
and the ethical dilemmas which had to be faced by all members of his care team are of health care ethics 
overall rather than simply medical ethics. 


6. Lord Mustill did, however, acknowledge the dilemma for nurses when he stated: 


“In reaching this conclusion I have taken into account the fact that whereas for almost all concerned 
the adoption of the proposed course will be a merciful relief, this will not be so for the nursing staff, 
who will be called on to act in a way which must be contrary to all their instincts, training and conditions. 
They will encounter the ethical problems, not in a court or in a lecture room, but face to face.” 


7. Nurses often have different perspectives on a particular case from their medical colleagues. Nurses 
provide continuous care for 24 hours a day and therefore have a unique opportunity to know the patient, 
her/his circumstances and relatives well and it is important, therefore, that when decisions are being made, 
the nurses’ perspective is part of the decision-making process. 


8. Nurses also have an autonomous duty towards their patients. The duties imposed on the nurse in 
ion to her patient come not only from the criminal and civil law but from the profession itself and 
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—profession is continuously developing an ethical framework alongside medical ethics. This autonomous duty 


__has been emphasised by the Patient’s Charter which gives patients the right to a named qualified nurse, 


midwife or health visitor responsible for each patient’s care. 


9. The RCN is therefore particularly pleased that by inviting the RCN and UKCC to give evidence, 
the Committee has recognised that the difficult moral and ethical issues they are considering are in fact 
in the realm of health care ethics. 


Refusal of Treatment by the Patient 


10. The first issne nnon which the Committee seeks evidence is a person’s right to withhold consent 
l I I | | | | ‘nt. A competent person who can give consent to treatment can also refuse that 
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treatment or care, even where that refusal has the effect of shortening life. Where such a refusal is 
maintained, the nurse’s duty is to comply. Any treatment/care in the absence of consent would constitute 
a trespass to the patient’s person and could give rise to an action for damages for battery under English 
law. 


11. The RCN believes that a competent patient’s autonomy in refusing both medical treatment and 
nursing care must remain. Indeed in caring for people who are sick, nursing focuses not on the disease 
process itself, which is the primary concern of medical treatment, but on the person and her/his response 
to illness. 


12. The patient, where possible, needs to be given accurate information which covers all the alternatives 
and is presented in a way which is readily understood and which enables personal autonomy to be exercised. 
The RCN recognises that there is a need for more openness and improved communication on the part 
of both doctors and nurses concerning illness, prognosis and options for treatment, to enable fully informed 
decisions to be made by patients. 


13. Assuming that the patient has made a fully informed decision, nursing practice includes acting as 
the patient’s advocate and communicating the patient’s needs to others. 


14. However, the patient’s personal autonomy has to take account of the autonomy of others, in particular 
health care professionals. The right to refuse a particular treatment does not mean a patient can demand 
an alternative treatment especially if it is not in the patient’s best interests or would require the professional 
to act contrary to the law. 


15. The concept of the sanctity of life is usually considered in judeo-christian terms and, in our multi- 
cultural society, professionals need to respect and be sensitive to other perspectives. The RCN believes 
that each person is unique and of infinite value but also believes that this is not necessarily in conflict with 
the autonomy of the individual, since care and treatment should be considered in terms of the patient’s 
personal values. 


Patients Who are not able to Give or Withhold Consent 


16. More problematical of course is where a patient is incompetent, ie does not have the capacity to 
consent to treatment. There are three main categories of incompetent patients: children, unconscious adults 
and mentally incapacitated adults. 


17. In the case of children, health care professionals are required to care for the child and family but 
they need to be aware that the views of the family may differ from the view of the child. The Children 
Act has raised the issue of the right of the child to give consent. The older child is considered a partner 
in care and involved in the planning and giving of care. When children have a life-threatening condition, 
the child may wish not to give consent for further treatment, whereas the parents may wish the treatment 
to continue. 


18. In relation to infants and young children, the ethical issues are becoming more difficult. Health care 
professionals realise that parents’ responses will differ greatly in each case when conflict arises between 
the rights of the parents and that of the infant. Such conflict will only be resolved when parents are in full 
possession of known and probable outcomes of continuing treatment, whereby professionals and parents 
enter a true partnership in care. 


19. The situation is also complex in relation to mentally incapacitated adults. The RCN is aware of, 
and has made contributions to the ongoing work being undertaken by the Law Commission in this area. 
This initiative is currently at the consultation stage and we hope that the recommendations of the Commission 
will be used to inform this debate. 


20. Where a patient is unconscious it is clearly difficult for health care professionals to be aware of the 
patient’s wishes and this leads to great difficulties as was seen in the case of Tony Bland. 


21. There can be no hard and fast rules laid down since each case needs to be considered on its individual 
merits. However, what is clear is that open discussions need to take place amongst all those that are 
concerned, ie all the health care team and the patient’s relatives who are the most likely to know what 
the patient would have wished. If discussions are held in an open way, over a period of time it is usual 
for a consensus to emerge. These discussions and any final decision should be fully documented in the 
patient’s notes. 


22. We use the term “relatives” throughout this evidence, by which we mean those who are closest to 
the patient. This may be a spouse or a partner (either homosexual or heterosexual), parents or children, 
depending on the age and circumstances of the patient. 


23. With regard to resuscitation, the RCN has produced guidelines which make it clear that where there 
has been an unexpected collapse of someone for whom there is no knowledge of any other life-threatening 
condition there is not normally any uncertainty. Where there are no contra-indications, and no time to 
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reflect, the unwavering response of health care professionals is to initiate resuscitation, as delay is likely 
to remove any possibility of success. It is where the collapse of a patient whose cardiac or respiratory arrest 
could have been anticipated—and when some people think there may be good reasons for not initiating 
resuscitation—that major moral uncertainties can arise. 


24. The RCN guidelines on resuscitation focus on three major moral concerns: 
(1) Bringing about the best consequences and outcome. 

(2) Respecting the wishes of individuals directly affected. 

(3) Valuing and respecting human life. 


25. The RCN recommends that all three concerns be considered in any decision. When the demands 
of one moral concern clash with those of another it is best if the competing demands are clearly identified 
and their relative importance and implications discussed. 


26. This requires all professionals to be as well informed as they can be on the facts of a case, so that 
their assessment is made on good grounds. The decision regarding life prolonging treatment rests with the 
doctor in charge of the patient’s care. But this decision should be made after appropriate consultation and 
consideration of all aspects of the patient’s condition. The perspectives of other members of the medical 
and nursing team, the patient’s relatives or close friends, are all valuable in forming the doctor’s decision. 


27. The RCN supports the BMA in their view that it is good practice for doctors only to make such 
a decision after multidisciplinary team discussions which also include the patient’s family. 


28. In coming to decisions health care teams need to ask what are the likely benefits and harms of a 
decision about life-prolonging treatment for those who may be affected by it. Nurses usually base their 
ethical decisions on the answer to the question, “what is the most caring thing to do?”. The “right” thing 
to do in any situation is not about treating others necessarily as we would wish to be treated ourselves 
but rather treating others as they would like to be treated. Listening to those who know the patient best 
is a vital part of that process. 


29. The case of Tony Bland highlighted the problem when a patient remains unconscious for a long 
period and of how decisions about his future care and treatment should be made. As the judgment stated 
it is a problem created by the success of the health care professions as advances in medical technology 
are keeping more and more people alive. Apart from the issue of how health care professionals should 
decide what is the best interests of patients in persistent vegetative state, the RCN identified two other 
issues of concern highlighted by the case; the definition of death and whether feeding and hydration is 
different from other treatment. 


30. Firstly, the definition of death. The current legal position was endorsed in the Law Lords’ judgment 
that death in a human being is reached when the brain stem is destroyed. The Law Lords were unanimous 
that Tony Bland was not dead. The fact that he had been unconscious for over three years and had a brain 
_ cortex which had disintegrated totally leaving a brain with no function or activity was not considered 
sufficient reason to start redefining death. However, at various times in the judgment Mr Bland was referred 
to as “dead”, “alive” or “enduring a living death”, which leads to the conclusion that there is in fact some 
doubt as to just what constitutes death. Indeed the definition has been changed over time to take account 
of changes in medical knowledge. Once it was the cessation of breathing and the stopping of the heart 
beat. The medical profession has redefined death in terms of brain stem death and created the possibilities 
of the “ventilated corpse”. There is not yet a consensus of medical opinion concerning a definitive diagnosis 
of patients in persistent vegetative states (PVSs). 


31. Thesecond issue raised by the Bland judgment is whether feeding and nutrition is a medical treatment 
or part of nursing care. The RCN believes that nursing sick people is about maintaining the normal activities 
of life, such as breathing, feeding, elimination, mobility, rest, sleep and personal cleanliness. These are 
the areas of the nurse’s professional autonomy where she assesses her patient, prescribes and administers 
care. 


32. The Lords’ judgment stated that in the case of Tony Bland, feeding and hydration was part of the 
“medical regime” and therefore medical treatment and the decision to withdraw treatment, therefore, was 
essentially a medical one. 


33. The RCN believes that to stop food and fluid is a different and more complex issue from the decision 
to stop other forms of medical intervention. This form of care is seen as a different kind of intervention 
than drugs and other technical procedures. Each case needs to be considered on its individual merits and 
discussed according to ethical guidelines (see paragraphs 24 and 49). 


Living Wills 
34. An advance directive, or living will, is a document which attempts to set out the kind of health care 


that would be authorised by a patient who is unable to choose. It is an attempt to allow patients the right 
to refuse treatment in advance in case the patient is too ill to choose for themselves or becomes unable 
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to express their choice. The RCN believes that this should be the limit of living wills and they should not 
contain clauses about wishing active steps to be taken to end a life. 


35. If a patient has written a living will it is clearly a great help to the health care team who will then 
have an indication as to the patient’s wishes when faced with decisions about what kind of treatment/care 
to give. The RCN believes that people should be encouraged to consider writing a living will, but only 
after a full discussion with their nearest and dearest and with their General Practitioner. It is vital that 
all the implications of living wills are fully understood by the patient and by their closest relatives. 


36. Should it occur that an incompetent patient has written a living will, the health care team still have 
to make decisions about treatment/care in the light of the actual situation which faces them, and they will 
have to interpret that living will. Living wills, therefore, are not “the answer” to the problem of the 
incompetent patient. Not least because, bearing in mind the number of people who die intestate in spite 
of the fact that the knowledge about wills and the need to make them is well known, the likelihood is that 
relatively few people will actually make living wills. 


37. There are, however, many people who are not necessarily afraid of death, but are afraid of the 
manner of death. They are afraid that they will be kept alive in pain and in circumstances in which they 
could not value the quality of their life. For them writing a living will gives them comfort, not least because 
they feel they are able to continue to have control and autonomy in their lives, even at a time when they 
can no longer exercise that autonomy directly. 


38. There are those who believe that advance directives/living wills should be given a status in law. 
However, the RCN believes that this would not be useful at the moment. We believe that there are 
difficulties in the interpretation of such living wills and that we need much more experience in how they 
work and whether they will be effective and helpful to relatives and health care teams in facing decisions, 
before giving them legal status. There needs to be a great deal more openness about discussing the ethical 
dilemmas surrounding the treatment/care of patients at the end of their lives and people should be given 
encouragement to think about how they would like to be cared for—whether they wish to write a living 
will. It may be that if this happened and there was a wide understanding about the issues involved, many 
people would make living wills and the time would come when it would be appropriate to give them a 
legal status. 


Euthanasia 


39. Ensuring that when the inevitability of death comes, it is a good, peaceful and dignified death is 
the business of nursing. However, in its modern use the word has come to mean “mercy killing”, and that 
is the definition of the word we will be using in the following comments. 


40. The RCN believes that the practice of euthanasia is contrary to the public interest and to medical 
and nursing ethical principles as well as to natural and civil rights. We are opposed to the introduction 
of any legislation which would place on doctors or nurses a responsibility to respond to a demand for 
termination of life from any patient suffering from intractable, incurable or terminal illness or from the 
relatives of such a patient. 


41. In this century there have been very few doctors prosecuted for the alleged unlawful killing of a 
patient in the health care context. In each case, the prosecution argued that the regime of treatment/care 
was one intended unlawfully to kill. 


42. The key word is intention and the present position in English law remains as set out by Mr Justice 
Devlin in his direction to the jury in the prosecution of Dr Bodkin Adams in 1957 as follows, “... a doctor 
is entitled to do all that is proper and necessary to relieve pain even if the measure he took might incidentally 
shorten life by hours or perhaps longer”. 


43. The RCN believes that this judgment is both wise and still relevant. Giving drugs in order to relieve 
pain and suffering, even if they have the secondary effect of shortening life, is not euthanasia as we have 
defined it. 


44. Members of the public often believe that certain conditions will cause terrible pain and that this 
pain will not or cannot be relieved. Nurses in terminal care/hospice units know this is not the case. 


45. There have been enormous strides made in palliative care in the past years. The Hospice Movement 
started by Dame Cicely Saunders, an Honorary Fellow of the Royal College of Nursing, has made a unique 
contribution to the care of people who are terminally ill in the United Kingdom. However, it is still the 
case that the vast majority of the 700,000 people who die each year, do not do so in a hospice but in a 
variety of other settings. The attitudes and practices of hospices need to be disseminated throughout all 
appropriate clinical settings. Specialists in palliative care need to be available so that patients can be assured 
that doctors can always seek specialist advice on pain management. 


46. Health care teams frequently have to make decisions about whether or not to treat and whether 
or not to continue treatment of patients in terminal illness. It is a clinical judgment, which has to be made 
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in the light of all the circumstances surrounding an individual, whether to treat or to continue treating. 
There is no duty to treat if, on the facts, to do so would mean that the patient recovered to endure a further 
period of discomfort, pain or inevitable distressing deterioration. But if the patient could be restored to 
a state whereby she/he can enjoy a further period of life at the level of comfort she/he previously had then 
treatment should be given. 


47. Decisions as to whether to treat in such situations are often discussed in terms of the distinction 
between productive or non-productive treatment. The exercise of good clinical judgment should prevent 
burdensome, invasive and futile treatments which attempt to keep a patient alive without account being 
taken of quality of life. 


48. The RCN believes that these decisions should never be made on the basis of the financial costs 
involved. 


49. The RCN and the BMA have issued joint guidelines on cardiopulmonary resuscitation (CPR) as 
a framework providing basic principles within which decisions regarding local policies on CPR may be 
formulated. They state that it is appropriate to consider a do-not-resuscitate (DNR) decision in the following 
circumstances. 


(a) Where a patient’s condition indicates that effective CPR is unlikely to be successful. 


(b) Where CPR is not in accord with the recorded, sustained wishes of the patient who is mentally 
competent. 


(c) Where successful CPR is likely to be followed by a length and quality of life which would not be 
acceptable to the patient. 


These principles are equally valid in other circumstances and in relation to other treatments. 


50. The RCN recognise that ethical, legal and clinical problems surrounding life-prolonging treatment 
are complex and difficult. Indeed nurses, midwives and health visitors are facing them every day. However, 
we do not believe that further legislation will assist. The issues are so complex and each case needs to be 
looked at from an ethical standpoint with a set of principles with which health care professionals exercise 
their clinical judgment. 


51. The present legal distinction between deliberate intervention to end life and the withholding or 
withdrawing of treatment/care must be maintained. 


52. The RCN believes that there should be a multidisciplinary approach to teaching ethics at pre- and 
post-graduate level, and that hospitals, units and trusts should set up regular multidisciplinary ethics rounds 
where cases are presented which have an ethical component and the moral/ethical issues are discussed 
across disciplines. 


Summary 
In conclusion, the RCN believes that: 
(1) The issues of life-prolonging treatment are those of health care ethics, not simply medical ethics. 
(2) Decisions should be made after a full and open discussion with all concerned. 


(3) A competent patient has the right to refuse treatment or care, and health care professionals have 
a duty to respect that refusal. 


(4) Health care professionals have a duty to ensure that patients and significant others are fully informed 
of all the options available and likely outcomes. 

(5) Where the patient is not competent the same full discussions need to take place with the whole team 
and the patient’s significant others, and the decision should be taken which produces the best 
outcomes. 


(6) Living wills are useful in indicating the wishes of incompetent patients, and people should be 
encouraged to consider writing one, but they should not be given legal status at this time. 


(7) Decisions concerning whether a patient should be given life-prolonging treatment or not should never 
be made on the basis of the financial implications. 


(8) Additional legislation would not be useful at this time. 
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Examination of witnesses 


Ms JuNE ANDREwsS, Secretary to the RCN Scottish Board (Chair), Mr STEPHEN Wricut, Chairman of the 
RCN Ethics and Nursing Committee, Ms DIANE MARKS-MARAN, Vice Chair to the RCN Ethics Forum, 
and Ms Rossi Rosson, RCN Assistant Director, Nursing Policy and Research, the Royal College of 


Nursing, called in and examined. 


Chairman 


132. Good afternoon. May I first thank you for 
the written evidence which all of us have read prior 
to this meeting. May I now ask you to introduce 
yourselves individually and to say what your indivi- 
dual responsibilities are and then, if you so wish, to 
comment upon the paper that you have circulated 
if you feel that would be appropriate. Thank you. 

(Ms Andrews) My name is June Andrews, I am 
the Secretary to the Scottish Board of the Royal 
College of Nursing. That is a post I took up recently. 
Until I took up that post in January I was the officer 
who supported the Ethics Committee of the Royal 
College of Nursing, so I have been closely involved 
in the drafting of the College’s position on matters 
such as this. 

(Ms Robson) My name is Robbi Robson. I am 
now the officer who supports the Ethics Committee. 

(Ms Marks-Maran) Diane Marks-Maran. I am a 
practising nurse/teacher and also Vice Chair of the 
RCN’s Ethics Forum. 

(Mr Wright) My name is Stephen Wright. Iam a 
consultant nurse involved in a wide area of nursing 
practice development in the United Kingdom and 
Europe. I am elected member of the Council of the 
Royal College of Nursing, and I chair the Ethics 
Committee which produced the report we sent to 
you. 


133. Do you wish to make any opening statement, 
or shall we go straight into the questions? 

(Ms Andrews) All I would like to say in an 
opening statement is that I would like to emphasise 
again that as practising nurses we deal with these 
problems on a very regular basis. We know that the 
methods we use at the moment are imperfect, and 
would certainly welcome guidelines on the specific 
issues. We, as nurses, are also reluctant to leave 
decisions to doctors, which is one of the things we 
hope you will explore with us in the course of our 
discussion. We are anxious about the possibility that 
legislation might be created, and we hope that in 
discussion you will be able to find out from us why. 
I wondered whether at this stage you would like us 
to tell you anything about our Ethics Committee or 
our Ethics Forum, which are both represented here, 
so that you know what kind of person you are 
speaking to, or whether you are just happy we all 
represent the Royal College of Nursing? 


134. We wholly accept that you represent the 
Royal College of Nursing. It could well be that in 
the course of our discussions you may wish to amplify 
the role of the Ethics Committee. I think this takes 
us straight into one of our first questions and that is: 
does the legal position of nurses differ from that of 
doctors in terms of their duty of care to a patient? 


Does the current state of the law create difficulties 
for nurses in making decisions about patient care? 
If so, how could this be improved? 

(Ms Andrews) We currently feel that there are 
difficulties for nurses in making decisions about 
patient care; but we feel that those difficulties are 
not as a result of legal problems but sometimes as 
the result of problems of what we would consider 
etiquette. We think that some guidelines would help 
with that problem. If I could give an example. Only 
this week I had a query from a nurse who had been 
asked by the doctor involved in the case to lie to a 
patient about the patient’s prognosis. Many of us 
think that things like that do not happen these days 
but they do. The nurse who has been asked to lie 
is in a very difficult position, because doctors are 
uncomfortable about the idea of nurses counter- 
manding their instructions. When decisions are 
made about things like what to do with a patient or 
what to tell a patient nurses sometimes find them- 
selves in great difficulties if they are working with 
a colleague who communicates poorly and who does 
not allow other people to share in his or her decision 
making process. 


135. From which it would follow that your view 
would be that decisions in the type of case which are 
the primary concern of this Committee should be 
made in full consultation with members of the health 
care team as a whole? 

(Ms Andrews) Yes, that is our view. 


136. Just to follow on from that, even with the 
best palliative care, there are no doubt some cases 
in which a patient’s pain or distress cannot be fully 
relieved. Do you agree with this? If so, what do 
you feel is the proper course of action in such an 
exceptional case? 

(Mr Wright) No, we do not agree with that state- 
ment because there are many ways in which relief 
from pain and discomfort can be managed in the 
process of dying, and not all have been exhausted by 
any means; for example, using various anaesthetic 
techniques. There are also other areas which have 
not often been explored in the research or are often 
not applied in practice because much of the research 
has focused on standard medical techniques, such as 
drugs. There are now other things, such as hyp- 
notherapy, aromatherapy, many of the complemen- 
tary techniques which have been shown to be equally 
effective in relieving pain and discomfort in dying. 


137. You would feel that some of these comple- 
mentary techniques have a role to play in the relief 
of pain and distress in patients who are terminally 
ill? 

(Mr Wright) As a choice among the range of 
things, yes, it would be. 
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and Ms Rossi Rosson 


Archbishop of York 


138. How widespread is the use of this battery of 
techniques? We have had various optimistic state- 
ments from the Department of Health about the 
degree to which pain-relieving techniques were 
widespread through the National Health. Is this 
true in your opinion, or are there many who die in 
considerable pain, distress and discomfort? 

(Mr Wright) The evidence would suggest that 
there is still a large cohort of patients who are dying 
in distress and discomfort. There is a strong reliance 
still on established medical treatments using parti- 
cular drugs for pain control. Part of the problem is 
that many of the complementary therapies are not 
available, for example, in the mainstream Health 
Service. There is a reluctance by some practitioners 
to use them for various reasons, and there is also the 
lack of experience. The RCN, if I may mention it, is 
actually addressing that issue. We have an extensive 
training programme underway. We are supporting 
a specialist group of nurses who are developing their 
experience in that practice, so that good standards 
of practice are available through nurses more widely 
in the Health Service. 


139. Is this a resource problem, or an attitude 
problem? 

(Mr Wright) A combination of both, I would 
suggest. 


Baroness Llewelyn-Davies of Hastoe 


140. Partly referring back to the first question, 
but what you have said on this one leads into it, if 
a nurse thinks she has been given instructions which 
in conscience she cannot carry out, or there is some 
kind of difference of opinion, how could she raise 
it and to whom? Has she any way of getting through 
with all she wants to say? 

(Ms Andrews) Allnurses must operate within the 
United Kingdom Central Council Code of Conduct. 
That Code of Conduct says fundamentally that 
nurses must always act in the best interest of patients. 
A nurse has to make a personal decision about what 
is in the interests ofa particular patient. If what other 
people are asking the nurse to do appears to be in 
conflict with the patient’s interests then the nurse has 
the option, if working in a management structure 
where there is another nurse to whom they can turn, 
to refer to that nurse. For example, when a nurse 
is managed by another nurse she can turn to that 
nurse and, within the Code, say, “I am being asked 
to break my Code in a particular case”. Sometimes 
there are cases where the nurse feels that she has 
nowhere to turn and that is when, quite often, they 
will turn to us. They will contact us as their profes- 
sional organisation to ask for advice. The situations, 
quite often when we interpret them, turn out to be 
problems of communication with other members 
of the team; of people who, for whatever reason, 
behave in an authoritarian manner and are not pre- 
pared to take the nurse’s view into consideration. 
Sometimes when the nurse is uncomfortable with 
something, if it is only explained properly or the 


rationale behind it is explained, the nurse then some- 
times can understand why it is being done, or can, in 
the course of that explanation, influence the decision 
by the views that the nurse brings to the discussion. 


Baroness Llewelyn-Davies of Hastoe] That is 
very interesting. Thank you. 


Lord Mustill 


141. I would like to go back to something said at 
the very beginning, which was to the effect that the 
decisions should be made by the health care team 
as a whole. We are talking here about decisions 
on death. The decision that lies at the heart of the 
Committee’s investigations is a decision either to let 
the patient die or to cause him to die. I wondered 
if the Royal College had anything to say about the 
question of whether the health care team was the 
right body to be making decisions on death? If I may 
explain this. It is not an antagonistic question, but 
a lot of discussion goes off on the basis that the 
medical carers as a whole are the people who should 
decide whatis in the patient’s best interests. I wonder 
if you could explain what underlies that? 

(Ms Andrews) I think that the way we combine 
the views of different members of the health care 
team, the doctors and the nurses who might be 
involved in an individual case, is best illustrated by 
the Joint Statement on Cardiopulmonary Resuscit- 
ation that was produced by the BMA and the RCN. 
In that particular paper we accept the fact that the 
consultant does have the final say and the final 
responsibility for the care of the patient; but in 
making the best decision about the care of a patient 
the consultant should take into account the views of 
the other members of the health care team. 


Lord Mustill] Perhaps I did not make my question 
plain. I am not at all addressing what you might call 
the “internal management” of the health team; I was 
on something else altogether. A lot of the responses 
we have had assume that one has to think about the 
best interests of the patient, and that the people who 
should think about it and decide it are the medical 
carers. The question whether somebody should die 
is the question that might be said to have interests 
to the extent beyond the medical carers. Is that a 
little bit clearer? 


Chairman 


142. Could I amplify just for one moment, by 
asking you whether you have, as a College, been 
invited to comment on the Law Commission docu- 
ment number 129? 

(Ms Andrews) Yes, we have. 


Chairman] To follow up what Lord Mustill has 
said, there is a suggestion within that paper that in the 
care of, forinstance, the unconscious or incompetent 
patient, whether by reason of physical or mental 
illness, there might be another body to which the 
health care team could, in appropriate cases, turn 
for assistance in difficult decisions. Was that one of 
the things, Lord Mustill, you had in mind? 
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143. Yes. I was not even necessarily suggesting 
the court. I just wondered why you were assuming 
that it must be the medical carers who took this 
decision. 

(Ms Andrews) I would like to ask Mr Wright to 
respond to that, but I would like to say, first of all, 
if | had given the impression that the Royal College 
of Nursing thinks it is only nurses and doctors who 
are involved in this decision then I have given the 
wrong impression, because we are very concerned 
that the patients themselves, their previous wishes, 
the wishes of the family, and anyone else who can 
give some intelligent contribution to discussions 
should be taken into account. I think in attempting 
to highlight the difficulties that were suggested by 
your question—“Does the legal position of nurses 
differ from that of doctors’—that led me to 
emphasise that one aspect within the difficulty. 

(Mr Wright) I think we would take the view that 
it is extremely unhealthy for any one individual, any 
one discipline, or group of disciplines to have the 
sole power over whether someone lives or dies. I 
think it would be our view that a much more collec- 
tive approach is necessary, where a health care team 
working in collaboration with the family or the 
carers, perhaps someone a patient has previously 
nominated to act on his behalf, an advocate or a 
whole range of people could be involved. The widest 
possible view we can get on what the patient’s best 
interests and wishes are is much more preferable 
than one individual or a small group of individuals 
making a decision about what they see from their 
point of view as the best interests of a patient. 


Lord Colwyn 


144. I want to take up a point on palliative care. 
I think I heard you say that you felt that some patients 
do in fact die in distress at the moment, and palliative 
care is not all that it should be. Could you comment, 
first of all, on how you feel that varies between pati- 
ents at home, patients in a hospice and patients in 
a hospital? The second point I want to make is, you 
did talk about complementary therapies and the way 
you felt that they might help with pain relief. I am 
very aware of this and deal with the Department 
regularly on complementary therapies and the 
answer always is that if I can convince the profession 
that complementary therapies are relevant then that 
is fine with them. How do you feel about that? 

(Mr Wright) If I could pick up on the last point 
first about complementary therapies. The evidence 
suggests that there is a very big growth movement 
amongst nurses in particular who have an interest in 
the practice of the complementary therapies. I do 
not think there is a need there to convince large 
numbers of nurses. There has also been the sugges- 
tion that large numbers of doctors are showing an 
interest. I think a recent survey suggested that up to 
about one-third of GPs were now willing to refer 
their patients to complementary therapists. I do not 
want to get into too much of a debate about comple- 
mentary therapies. I would emphasise that I mention 


it because I would see that as a range of options 
that could be used to relieve patients in discom- 
fort as opposed to relying essentially just on drug 
treatment. 


145. I think the BMA implied to us they thought 
that palliative care was adequate and sufficient. 

(Ms Marks-Maran) \would actually suggest from 
my experience (and my clinical background is 
oncology and terminal care) and the experience of 
my colleagues, that the only individual cases we are 
aware of and we have had experience of where palli- 
ative care has been inadequate, and there have been 
many and there continue to be many, are usually due 
to the limitations of the knowledge and skill of the 
individual practitioner. I think that is an important 
point to make. The recognition of pain management 
as a specialist field in nursing and medicine is not 
accepted universally. Consequently, many practi- 
tioners believe that because they have not been able 
to control the pain that nobody can. I think that is 
a fundamental problem that has to be overcome; 
because there are specialist doctors, nurses and com- 
plementary therapists and others who have a vast 
knowledge and have had extensive study and 
training in areas solely related to pain management 
which other people can tap into but very often do 
not. I think that is the point I would like to make. 


Chairman 


146. How might the lessons which have been 
learned in hospices be disseminated more widely so 
that more patients receive proper palliative care, not 
just in hospices but in hospitals and, indeed, in the 
community within their own homes? 

(Ms Andrews) | think one of the telling phrases 
that the hospice movement uses is that hospice care 
is not anything to do with a building called a hospice; 
hospice is a mental attitude. The attitudes that health 
care professionals develop are influenced very much 
by their own education and training and by the atti- 
tudes of the people that they use as role models 
where they are developing their careers. One can 
only hope that things will continue to improve. 


Lord Rawlinson of Ewell 


147. If I may take you to another matter. Most 
people, I think, going into hospital would not think 
that food and drink was a treatment, but I presume 
it can be because you can prescribe the kind of food 
and drink. In paragraph 31 in your report you say: 
“The second issue raised by the Bland judgment is 
whether feeding and nutrition is a medical treatment 
or part of nursing care ...” and that you believe that 
nursing sick people is about maintaining the normal 
activities of life. Are you quite explicit about that, 
therefore, that nutrition is not a treatment, it is 
something different? 

(Ms Andrews) Yes. The natural instinct of 
nurses, as we said in the document, is to regard 
feeding people and helping them to drink as 
everyday activities of living that we can help them 
with during periods of great distress, or when they 
are sick or dying we can help them with that activity. 
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When food and drink are being administered by what 
you might describe as extraordinary or heroic means 
then you get towards the edge of the barrier of what 
would be considered as nursing care and what would 
be considered as medical care, because of some of 
the interventions that are taking place, for example 
when you do parenteral nutrition, when you give 
people food and drink through their vein as opposed 
to a tube that would go into their abdomen. 


148. That is helping people to take food or take 
nutrition? 
(Ms Andrews) Yes. 


149. But what about the stopping of that? Would 
you call that intervention? 

(Ms Andrews) 1 think one of the reasons why 
people find it more comfortable to describe that as 
medical treatment is because medical treatment is 
something we already know we can stop because that 
is a decision which is made on the basis of someone’s 
science, whereas nursing care continues until 
someone dies and to decide to stop nursing care is 
really in some ways a much more hostile thing than 
to decide to stop medical intervention. That is why 
the heroic forms of feeding are easier to describe as 
medical treatment. Even when, as we have pointed 
out in our other paper, the food and drink are 
withdrawn from any patient who has had nutrition 
withdrawn, the nurses still continue to do things like 
swab the patient’s mouth with glycerine swabs and 
lemon swabs so that the mouth still feels moist, and 
to do things that make the patient as much as possible 
not feel the effects of dehydration. 


150. How long would it take for someone to die 
who has had any nutrition removed from them 
generally? It depends, I suppose; it varies very 
much? 

(Ms Andrews) When someone is so ill and their 
prognosis is so poor that their health carers think 
there is no longer any purpose in feeding them, then 
they almost certainly have an underlying condition 
which has brought them close to death anyway. 


151. Do I take it from what you have said that 
you distinguish very clearly between the ordinary 
nutrition taken by mouth, on the one hand, and the 
kind of nutrition which has to be delivered either by 
an in-dwelling tube or by needle into a vein or by 
an invasive method, on the other? Do you regard 
those as being in some way different? Is that what 
you are concluding? 

(Mr Wright) It is very difficult for us to comment 
as nurses on how we see feeding somebody as very 
fundamental to our whole practice and that the 
withdrawal of feeding, in whatever form it is being 
given, can produce very strange conflicts for us. It 
is always working to double standards, if you like. 
On the one hand you are saying, “Let’s do things 
to make this patient’s way out of the world more 
comfortable and easy, but we know we cannot guar- 
antee pain relief, for example. But let’s also at the 
same time withdraw feeding and nutrition, which 
we regard not necessarily as treatment but as an 


essential source of comfort for someone in the 
process of dying.” 

(Ms Andrews) When someone does have food 
and nutrition withdrawn from them, it is not neces- 
sary that they die in the agonies of thirst and hunger 
because they can be made comfortable. So we are 
really not concerned about that. It is the case that 
there are differences between someone taking ord- 
inary food by mouth themselves or being fed from 
a spoon or being fed by a tube. If the significant 
difference between any of those methods is the point 
at which you need to have a medical decision in order 
to withdraw it, then our distinction between the diff- 
erent levels might be different from our distinction 
between the levels when we are talking about what 
we feel we have the ethical right ever to withdraw 
from somebody. 


Lord McColl of Dulwich 


152. Can I go back to how big a problem it is that 
people are dying without their pain being relieved. 
I wonder if you could direct us to some publications, 
some surveys, to give us an accurate picture of this 
particular problem, because one of the difficulties in 
medicine and nursing, as Iam sure you would agree, 
is that some people have a bad experience and they 
will make sure everyone in the immediate vicinity 
knows about it, and there are certainly fields where 
the treatment has not been as good as it should have 
been. Could you help us in directing us to some 
surveys that give us some idea of the size of the 
problem? 

(Mr Wright) Off the top of my head, I am afraid 
I do not carry my references around in my head, but 
there are a couple of texts that I think have done a 
considerable amount of work in that area. There is 
Donald Hinton’s book called Dying and there is one 
by Elizabeth Kubler-Ross, On Death and Dying. 

(Ms Marks-Maran) | was going to point to the 
Hinton book. I think Elizabeth Kubler-Ross may be 
old data rather than new data, so I am not sure about 
it. 

(Ms Andrews) If I may respond to this, I think the 
question is not asking for references really because 
we could get them from a library. I think what you 
are asking is, is it possible that our impression that 
people die in pain is an anecdotal one or one that 
is not really substantiated by the sorts of numbers 
that would give rise to anxiety. It is certainly the 
case that when people are having a public discussion 
about whether or not euthanasia is a good idea or 
pain control is adequate, the view of the public is 
influenced by the impression that they get. When I 
was allowed access to correspondence that amember 
of our Ethics Committee, Claire Rayner, had when 
we originally discussed our living will document, 
Claire Rayner had an overwhelming correspond- 
ence. About 98 per cent of the people responding 
to her were people who had anecdotes of members 
of their family dying in agony and that is why they 
wanted euthanasia or they wanted living wills. I do 
not know at the moment of any recent research that 
has been done but there is a general impression 
among the public, I think, and that is reflected in 
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their response to any decisions or position state- 
ments that we make on the subject. 


Baroness Jay of Paddington 


153. You say in paragraph 45—and, of course, 
one would have to do some kind of numerical extra- 
polation from this—that “the vast majority of the 
700,000 people who die each year, do not do so ina 
hospice but in a variety of other settings.” Of course, 
one is not saying that everyone who does not die in 
a hospice is relevant to this fact but in practice and 
in the sheer statistics presumably a substantial pro- 
portion of that must fall into the category we are 
talking about? 

(Ms Andrews) Even when people die at home 
they very often do not die of a painful condition, I 
would have thought. 


Baroness Jay of Paddington] No, I am saying 
obviously that is the case but if there are 700,000 
people who die, the vast majority of them may not 
have these practices available to them and there 
happens to be a substantial number of people for 
whom there is distress. 


Baroness Warnock 


154. I want to go back, if I may, to something that 
was said about the distinction between providing 
food and drink as against providing treatment via 
drugs. I think it would be agreed by everybody that 
there is an intuitive feeling that giving people food 
and drink is a natural thing one has to do for people 
if they need it, but this is normally thought to prevent 
there being hunger or thirst. Would it be appropriate 
to say someone in the condition of Tony Bland, for 
example, could be hungry or thirsty? 

(Ms Andrews) I do not know the specific details 
of the Bland case to be sure but my understanding 
is that he would not feel hunger or thirst. 


155. Therefore, the immediate reaction that one 
must, whatever else one does, alleviate hunger and 
thirst would not apply in the case of someone in a 
persistent vegetative state? 

(Ms Andrews) I do not mean to deviate from the 
line of questioning but I think one of the things to 
pull in at this stage is the fact that very many nurses 
in their care a lot of the time do things about which 
they believe their patients are totally insensible. For 
instance, a care of the elderly nurse will talk politely 
and with respect to an elderly person who is comple- 
tely demented and will respect their privacy and their 
modesty in the bathroom, and there are all sorts of 
other things. There are many ways in which nurses 
behave. They talk to unconscious patients. So many 
of the things that they do they do even though they 
know or suspect very strongly that the person will 
not appreciate the distinction they are making. 


156. I understand that. I understand that it arises 
from the fact that this person, as indicated, did once 
appreciate that kind of treatment, therefore, the 
patient is treated as she would have been treated had 
she not been demented. But I think that in the case of 
the distinction that you drew between administering 


food and drink and administering treatment in the 
form of drugs or whatever it is, it is quite important 
in these kinds of cases, and if it is the case that the 
nurses know that the patient could not experience 
hunger in the way that other people experience 
hunger, and could not experience thirst, then I am 
just wondering whether the basis of that distinction 
does not actually fall away, even though there may 
be a very strong instinct to go on doing things, as in 
the case of the demented old person, that you would 
have done had the patient been capable of feeling 
hunger and thirst. 

(Ms Andrews) When nurses behave almost 
against the information that is available to them 
by, for example, treating the elderly person with 
respect, they are not acting out of instinct because 
sometimes the people for whom we do these things 
are people whom one instinctively would not—it is 
difficult to know how best to put this—but nurses 
have codes that decide what is the best way to behave 
towards people. That is why a nurse is different from 
a person off the street. So nurses know that even 
when someone who is suffering from a mental illness 
behaves in an uncivilised way, you must always 
behave in a civilised way towards them because you 
are a nurse.and that is part of the therapeutic care. 
So there are things that nurses will do for people 
which are not based on logic. They are based on a 
rule that says when you are looking after people you 
have to treat them to a certain standard and one of 
the standards that nurses hold very strongly is the 
standard of nutrition for people. That is why when- 
ever someone reaches the decision of where they are 
having to consider withdrawing it, itis a very difficult 
position for the nurse to be in. 


Lord Rawlinson of Ewell 


157. Surely it is more than hunger and thirst? It 
is the sustaining of life, is it not? 
(Ms Andrews) It is. 


158. It is not just about hunger and thirst—the 
feeling of hunger and the feeling of thirst—it is the 
sustaining of life by giving nutrition. 

(Mr Wright) Could ladda point that was relevant 
to that? 


Chairman] You wanted to answer the question of 
Lord Rawlinson, did you, Mr Wright? 


Lord Rawlinson of Ewell 


159. I meant in response to the question which 
has just been put to you; but is it not more than what 
was put to you? If you did not feel hunger and you 
did not feel thirst, therefore, it is different there; but 
providing nutrition is the sustaining of life. Is that 
not what you are saying? 

(Mr Wright) That could be the case, but in the 
case of the one that Baroness Warnock mentioned 
about how much the person actually felt it or not, 
we believe or make certain assumptions that certain 
patients, in particular those in a persistent vegetative 
state, do not feel hunger or thirst, but the evidence 
is not 100 per cent certain. We cannot actually know 
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that they do not and there are also, for example, 
experiments conducted with animals, that even 
when very large parts of the brain are removed, 
they can still carry on behaving and feeling things. 
Secondly, there is an important point I wish to make, 
if you could bear with me, please, because I am not 
sure I can explain it clearly. It is a qualitative thing 
rather than a quantitative thing, and it is about the 
symbolic nature of the body. It is about symbolic 
caring. Sometimes we do things to or for patients 
where if you look at it rationally and scientifically, 
there is no point in doing them. In the case of patients 
who appear to be dead or who are in the process of 
dying, not only is it about feeding, but why do we 
bother to wash them, why do we change their posi- 
tion, why do we make them smell nice, why do we 
give attention to their hair? It is because deep in our 
culture and our society we have a view about what 
it is to care for someone. There may well not be a 
rational basis for the things that we do but we do 
them because it makes us feel better or the relatives 
feel better, and so on. So there is that qualitative 
thing which I do not think we can ignore. It is not 
just about this body dying in a bed. 


Archbishop of York 


160. That makes me think of a second question 
which I will ask first. I would hope that you can 
expand a little bit on the very interesting things you 
say about rethinking the nature of death, but that 
was not primarily what I wanted to ask. My main 
question arises out of the awareness that nurses are 
very closest to patients in the circumstances that we 
are describing and in paragraph 15 of your own paper 
you talk about seeing each person as “unique” and 
saying that “care and treatment should be consid- 
ered in terms of the patient’s personal values”. How 
then do you deal with somebody who is consciously 
and deliberately requesting euthanasia? 

(Ms Andrews) Paragraph 15 is intended to encap- 
sulate the idea that individual patients always have 
the right to refuse any of the interventions that we 
offer. This does not, however, give rise to their 
having the right to ask us to intervene in order to end 
their lives. When people request euthanasia—and 
this is a thing that we all experience in our profes- 
sional lives from time to time—we quite often find 
that they are feeling like this as a result of circum- 
stances which we can alleviate. They would rather 
die than experience pain, but we can tell them that 
they do not have to experience pain. In fact, in a 
famous recent publication, the person was arguing 
that they would rather die than go in to what they 
had experienced as a care for the elderly hospital. 
It is possible for our society to improve the facilities 
for elderly people so that death would not be a better 
fate than going to be looked after there. In terms of 
people saying that they would like to have euthan- 
asia, of course, as a professional organisation and as 
individual citizens, we have to advise them that it 
would be illegal for us to take part in such a thing. 
If they then say to us, “Why don’t you campaign and 
get the law changed because it would be good for 
us?” we have very strong feelings that a law which 


allowed euthanasia would not be a good thing. The 
College has come out with that as a general position 
and the number of reasons that individual nurses 
have for supporting that position within the College 
are many and varied—all the reasons that you must 
have heard rehearsed many times—but the funda- 
mental one that we are most concerned with is the 
idea that we have daily contact with some of the most 
vulnerable people in society at the hardest times of 
their lives and we know that many of the problems 
that they suffer, they suffer as a result of poor 
resourcing. If euthanasia were an alternative then 
the imperative to provide the resources for those 
people, whether it is the education of doctors in pain 
control or provision of decent facilities for elderly 
people with physical illness, would be cut at astroke. 
Therefore, as a profession concerned with health 
care we think that euthanasia would be—not from 
a religious point of view but from a purely secular 
point of view—a bad thing. 


Chairman 


161. You have not perhaps answered the other 
question the Archbishop of York asked about the 
nature of death and dying, which we will come back 
to. But just to conclude our earlier discussion, it is 
clear that you are, the College, against the legalis- 
ation of voluntary euthanasia for some of the reasons 
you have made clear. However, although actions 
intended to cause the death ofa patient are unlawful, 
actions intended to relieve pain and suffering which 
may in consequence hasten death are not. There may 
be difficulty in finding a moral distinction between 
the two, but how does this distinction operate in 
practice and do you find it creates any uncertainties 
for practitioners and patients alike? 

(Ms Andrews) I would have answered this ques- 
tion much more confidently if I had not read the 
response from the UKCC because I felt when I read 
their response they were suggesting that this area 
needed to be clarified. The feeling that we had from 
the consultations with nurses who were involved in 
our organisation was that in the cases where people 
have anxiety about providing pain relief in case it 
makes the person die faster, it is quite often a result 
of the lack of education on the part of the profes- 
sional on how pain relief can be provided, and that 
although there are uncertainties, if the job were that 
easy anybody could do it. We all have to deal with 
uncertainties, but it is not quite as uncertain as some 
people would have us believe. As nurses we believe 
that pain is whatever a patient says it is. We do not 
tell people when they have had the requisite amount 
of pain relief that they are, therefore, no longer in 
pain. If they still say they are in pain then we believe 
them and we know, as has been described, there are 
a number of ways of helping to alleviate pain. There 
are uncertainties among some practitioners, as is 
quite clear from what has been said, but we do not 
think that is a problem that cannot be addressed by 
further education on the positive alternatives. 


162. Would you like to go back, before I turn to 
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Lord Hampton, to the point the Archbishop raised 
about death and dying? 

(Ms Andrews) The definition of “death” is very 
complicated and it shifts around according to the 
purpose of the definition. So I think it is very difficult 
for me as a nurse to comment on what the definition 
of “death” is or should be. 


163. Just to clarify one point, do you accept that 
brain-stem death, that is, the inability to sustain 
respiration and circulation without artificial support, 
when the brain-stem is, according to all the criteria 
which are applied, dead, is virtually equivalent to 
death; in other words, do you agree with the med- 
ically accepted criteria whereby it is legal to turn off 
the respirator, provided all the signs of brain-stem 
death are present, and then, where appropriate to 
remove organs, given the prior permission of the 
patient or responsible relatives, for transplantation 
purposes? Do you accept the current definition of 
“brain dead”? 

(Ms Andrews) We accept whatever the current 
medical definition is. If that is it, that is it. 


Chairman] Is there anything more you wish to 
say? Did you wish to pursue that, Archbishop? 


Archbishop of York 


164. I think they are obviously not anxious to, no. 

(Ms Marks-Maran) The only thing I would like 
to add to that—and I think we also put it in our 
written submission—is that over time with advances 
in technology the definition of “death” has changed. 
Therefore, we have no reason to assume that at some 
point in time the definition may be re-examined in 
the light of new technologies, because history has 
shown us that is the case. 


Lord Mustill] My Lord Chairman, could I follow 
this up for a moment, very briefly. I would suggest— 
and the nurses might like to comment—that they 
would be extremely wise not to express an opinion 
on what death is because it has profound legal impli- 
cations. For example, if a patient with brain-stem 
death is dead, then the coroner should issue a death 
certificate whilst he is still having his respiration 
maintained and he can be free to bury him whilst the 
respiration is being maintained, and nobody could 
murder that patient. So these are problems which 
are actually extremely difficult and would suggest 
that the medical definition of “death” and the legal 
definition of “death” do not necessarily correspond 
at all. 


Chairman] Thank you for clarifying that point. 


Lord Hampton 


165. I hope I can make my point on a rather 
simpler level than most people, but I am puzzled 
because I have heard, since sitting on this Com- 
mittee, of a number of cases where the doctors and 
nurses have used their judgment. I am referring to 
paragraph 28, where you say: “In coming to deci- 
sions health care teams need to ask what are the 


likely benefits and harms of a decision about life- 
prolonging treatment for those who may be affected 
by it.” I have heard of a number of cases where the 
doctors and nurses have used their judgment in such 
cases and I find it very difficult to see how you can 
keep the balance between extending this power or 
suspending it. Have I made myself clear? 

(Ms Andrews) Perhaps I may reflect back what I 
think I heard then. One of the questions which gave 
me some concern was what are the difficulties with 
advance directives which make it inappropriate for 
them to be given legal force, I think it is inappro- 
priate to give them legal force because they actually 
work reasonably well at the moment. 


166. That is the point I was trying to make. Do 
not things seem to have worked quite happily, and 
there are two camps, it seems to me—and I am 
somewhere in the middle—of those who think it is 
wrong to stop a person living in all cases and those 
who want voluntary euthanasia? 

(Ms Andrews) I think it is probably important 
that I make the position of the Royal College of 
Nursing clear again here so that you can see, if we 
do fall into one of these camps, which one it is we 
fall into. The Royal College of Nursing is not in any 
way campaigning to have the law changed so that 
voluntary euthanasia is made possible. Nurses 
believe that part of the nursing care that they provide 
to people is to nurse them up to the point of death 
and nursing people when they are dying involves 
caring for them while they are dying, involves some- 
times not doing things that might otherwise maintain 
life. For example, as with cardio-pulmonary resus- 
citation we know that if the decision has been made 
in advance that the person’s prognosis is so poor that 
they should not be resuscitated, then it will be a nurse 
who is there when the person collapses; it is a nurse 
who does not call for the crash team; it is a nurse who 
makes sure that person is comfortable and stays with 
them until the point when they are clinically dead. 
So if people would describe that as euthanasia, 
then: 


Chairman 


167. Notinthe terms in which we have been asked 
to consider it. 

(Ms Andrews) Given that that is not described as 
euthanasia, then there is not really any difference in 
our position over what we originally said. 


168. Let me make it clear that this Committee has 
not come to any decisions at all. We are acting in a 
sense as an investigative body looking at and list- 
ening to evidence, but one of the reasons some 
people have supported the legalisation of advance 
directives is in no sense to make them binding upon 
doctors or nurses or other members of the health 
care team, but in order to protect those members of 
the health care team in a case where such directives 
have been freely entered into against charges of, let 
us say, negligence or neglect or even possibly of 
manslaughter for failing to give a form of treatment 
which might be regarded as heroic, of a resuscitative 
nature, when the patient has come close to the end 
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of life. That is one of the reasons which is being put 
forward for making legal provision for such dire- 
ctives, as has been done in many states in the United 
States, for example, and the question really is why 
you see there being no need for that kind of protec- 
tion for professionals? 

(Ms Andrews) | think the idea that it might pro- 
tect professionals is a new one and, therefore, to 
speculate on that at great length would be difficult. 
Professionals are protected at the moment from 
accusations of negligence by the knowledge that 
every patient has the right to refuse treatment and, 
therefore, if the patient has said they do not want to 
be treated in a particular way, then the professional 
does have a defence against treating them. 


169. Ido not want to pursue this too much further 
but supposing the patient filled out an advance dire- 
ctive but then when they had come near to the end 
of life a relative had said, for example, “I want my 
mother (or father) to be resuscitated in the full know- 
ledge that they had entered into an advance dire- 
ctive.” What would the attitude of the health care 
team then be? 

(Ms Andrews) It is very difficult to know what 
would happen in that specific case but it is not a new 
thing for relatives to be arguing at the end of life 
about what they want the outcome of a particular 
situation to be. It is something we already see. 


Baroness Jay of Paddington 


170. I would like to pursue what you have drawn 
up as your overall attitude in paragraph 38. Perhaps 
one could argue it the other way round from the 
one you concluded. You concluded that what there 
needs to be is far more openness and discussion 
about the whole issue of advance directives, which 
might then subsequently lead to a change in the law 
in which they did have some sort of legal status. I 
wonder if you could think at all about the fact that 
they could have legal status for some of the reasons 
that Lord Walton has indicated might be possible 
arguments, which would in turn then produce the 
kind of atmosphere which you are describing as a 
good end, which was that more people would give 
that consideration to themselves? 

(Ms Andrews) \ think if open discussion gave rise 
to a change in the attitude towards the legal status 
of advance directives, then that would not surprise 
me. I think that is one of the things that might pos- 
sibly occur. I think if you anticipate that by making 
the document into a legal document, the most likely 
consequence, in our view, is that it would give rise to 
defensive practice in health care, defensive medicine 
and nursing, where people would be doing things in 
case a law case might occur rather than doing as they 
do at the moment, which is that they have to consider 
what the best outcome is for the patient and then see 
what the legal consequence of that would be. But 
they are well protected by the fact that if they take 
the patient’s views into account that is the best legal 
defence anyone has. 


Baroness Jay of Paddington 


171. Lappreciate that argument and I understand 
it completely, but does that not, in fact, argue that 
you would never wish to see these documents given 
legal status, and not as you said in paragraph 38, that 
if there were “more openness” about them there 
might be a situation where “it would be appropriate 
to give them a legal status”? 

(Ms Andrews) What we have done is to provide 
a guideline for nurses which is called “Living wills, 
guidance for nurses.” I know it is not called an 
“advance directive” but basically this tells nurses 
that from time to time when they are caring for 
people at the end of life, they may come across in 
their documents, or they may have it brought to 
their attention by a member of the family, a written 
statement about what the person would have wanted 
when that person is no longer in a position to com- 
ment about it. We tell the nurses that this must be 
taken seriously, it must be taken into consideration 
and brought to the attention of all the people who 
are making a decision as to what is to happen at the 
outcome. So I think the fact that we say, “This is 
something that does exist, or that might exist, and 
should be taken seriously,” is a level of how 
important they would regard it. 


Chairman] Thank you. None of the legislation 
even in draft that has been suggested in this country, 
of course, would ever make these directives binding 
upon the members of the health care team and I 
think it is very important to make that point. 


Baroness Warnock 


172. In talking about “do not resuscitate” orders, 
you said that sometimes resuscitation would be 
wrong if the prognosis were so poor that it was obvi- 
ously wrong to resuscitate. I wondered what the poor 
prognosis there amounted to? Is it in terms of the 
length of life that the person might survive if there 
is resuscitation, or is it to do with the quality of life 
which that person might experience, if resuscitated? 
I think that is quite an important distinction to get 
clear because if the quality of life comes into it, then 
it is possible that the quality of life might equally 
come into the argument in the case of a persistent 
vegetative state person as well. 

(Ms Andrews) Our guidelines say that the length 
and quality of life which would be acceptable to the 
patient should be taken into consideration. 


173. That is in the non-resuscitating case? 
(Ms Andrews) Yes. 


174. So then, does the quality of life come into 
the question of how long to keep a patient going who 
is not in need of instant resuscitation but is simply 
in receipt of on-going nursing care? 

(Ms Andrews) We have not produced any guide- 
lines in that area but that would be consistent with 
our guidelines in this other area. 


175. Butin the case ofan established PVS patient, 
quality of life hardly seems to be taken into account. 
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The concept of “quality of life” is very difficult to 
latch on to in a PVS patient, I would have thought. 

(Mr Wright) There would be issues about what 
the patient would have perceived before he got into 
this state which may have been expressed, for 
example, in a living will, about what he or she would 
have thought would be a suitable quality of life after 
entering this state. There are also issues about 
whether we are acting in this particular patient’s best 
interests in terms of pursuing the quality of life, and 
if we accept that people like this are, to all intents 
and purposes, not sentient in the sense of knowing 
what is happening to themselves, then are we really 
acting in that person’s best interests? Are we pur- 
suing the quality of life for them or are we really 
more concerned about how other people are per- 
ceiving that person’s quality? Are we acting, for 
example, in the family’s best interests about what 
they think should be happening? 

(Ms Andrews) If an episode of illness happened 
to a person in a persistent vegetative state which 
required antibiotics or resuscitation, or something, 
then their quality of life is presumably one of the 
things that would be taken into consideration when 
deciding whether or not to undertake this extra care. 
But that is different, as I think your question points 
out, from deciding one day to stop feeding them 
because their quality of life is a poor one. 


Lord Rawlinson of Ewell 


176. Have you had any reports from the nurses 
who treated Tony Bland after nutrition had been 
removed? 

(Ms Andrews) The Royal College of Nursing has 
not had any response although Mr Wright may have 
had personal contact as he comes from that area. 

(Mr Wright) Yes, I live not far from there and a 
few nurses have been in contact with me because they 
were seeking support because they were involved. 


177. They were seeking support——? 

(Mr Wright) They were seeking support from 
someone whom they saw as a fellow professional: 
“Are we making the right decision? We are worried 
about how we are involved in this.” I understand 
that within that particular Health Authority a con- 
siderable body of support was organised for nurses 
by the Authority itself and by, for example, the 
Royal College of Nursing who was actively involved 
in supporting its members there. I think what that 
demonstrates is that the issue for many nurses is not 
necessarily clear-cut. It does bring a real struggle of 
conscience around issues like this and there is the 
need for that support to be on tap. 


Chairman 


178. Do you mean counselling support? 

(Mr Wright) Counselling on the issues upon 
taking that role. I understand also that that counsel- 
ling and support is continuing and that would also 
suggest that for some nurses this was not an easy 
decision to be involved in. 


Lord Rawlinson of Ewell 


179. That is counselling of the nurses who had to 
witness the death of Tony Bland? 

(Mr Wright) Yes. | understand also that some 
nurses who were uncomfortable with that decision 
were given the option of moving to work in a dif- 
ferent area so that they would not be involved with 
him. 


Lord Meston 


180. I think you wanted an opportunity to state 
your anxieties about legislation? 

(Ms Andrews) | think it has possibly been made 
clear from what we have said so far, which is that 
we feel, for example, with living wills or advance 
directives, the fact that we already have incorpor- 
ated them into our way of practice now means that 
the potential advantages of having them have some 
force in law, especially bearing in mind that there 
are going to be so many caveats about the fact that 
people do not have to adhere to them unless they 
want to. It seems like a fairly feeble kind of law that 
one could ignore if one did not particularly like it. 
Therefore, we do not really see the advantage of 
having it as a law anyway because it would give rise 
to loopholes and anxieties. 

(Ms Marks-Maran) | think there is another issue 
and that is the idea of advance directives to protect 
the patient versus advance directives to protect the 
professionals. Taken from the protecting the patient 
point of view, the patient’s right to refuse treatment 
already exists and we talked about that. One has to 
ask the question whether the law is the right mech- 
anism to maintain good practice with regard to 
upholding rights, and I think that is a key question 
that really does have to be addressed. 


Chairman 


181. Yes, and the other conflict which you may 
wish to comment upon is that you say quite properly 
that a patient has the right to refuse treatment; but 
if at the time the treatment is being considered the 
patient is no longer competent, that presents a major 
issue because it is the content of the advance dire- 
ctive that is then being considered. That also raises 
the issue of a treatment proxy, an enduring power 
of attorney, or the so-called concept of substitute 
judgment, which are all things that have been sug- 
gested as possible ways of making decisions for the 
patient; it is far from simple. 

(Ms Marks-Maran) Can [also expand on that? It 
is not the idea of the advance directive because the 
College already has this, but it is whether it should 
be alegal document and I think that is what is import- 
ant. 

(Mr Wright) May briefly comment there? I think 
one of our concerns is about the whole nature of 
these directives. They can only reflect a person’s 
state of mind at the time at which they actually make 
such a thing, but there is no guarantee, or evidence, 
to show that people who are well and healthy have 
no problems planning for their death sometimes. 
But people who are actually close to it are much less 
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doubtful about the passage that they want to go 
down. 


Lord Colwyn 


182. With your experience of nursing, and obvi- 
ously your contact with nurses throughout the 
country, you say in paragraph 7 that it is important 
when decisions are being made that “the nurses’ 
perspective is part of the decision making process.” 
Can you tell me, in your opinion, is that the way it 
happens now? Does that work or is it not right? Are 
you part of the process? 

(Ms Andrews) Sometimes. 


183. Are you part of the process, by and large, 
in the country? 
(Ms Andrews) The answer is “sometimes”. 


184. Are you happy with that? 

(Ms Andrews) In the areas where it does not 
happen we are unhappy, but in the areas where it 
does, we are! 


Chairman 


185. Is it improving? 

(Ms Andrews) I suspect that the changes that are 
taking place in nurse education and nursing as a 
profession mean that gradually it willimprove. With 
the links that doctors and nurses have together 
during their education, and the fact that so many 
nurses now have had a form of education that gives 
rise to questioning practitioners rather than the sort 
of activity, for example when I trained, which was 
very much an apprenticeship kind of training, where 
we learned to behave in certain ways which are 
slightly different from the students now, I think we 
will find that these things will change and nurses are 
much more aware of the human rights of the people 
they are there to serve than they perhaps were once 
before. 


186. Do you believe that nurses receive adequate 
training to help them to deal with the ethical 
problems they encounter? 

(Ms Andrews) We are conscious of the fact that 
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there needs to be more work in this area. I myself 
have a degree in philosophy. Not many nurses do, 
but I know a number of qualified nurses who are 
doing part-time postgraduate degrees in health care 
ethics. There are initiatives where nurses are being 
taught ethics or philosophy during their undergra- 
duate and in their post-basic training, so it is impro- 
ving, and through the Ethics Forum of the Royal 
College of Nursing conferences are organised. We 
also know that the national boards that are con- 
cerned with the education of nurses are including 
ethics training as part of their education, so it will 
improve, we hope. 


Lord McColl of Dulwich 


187. Going back to your question, my Lord 
Chairman, about advance directives being to protect 
the doctor or the medical care workers, I have never 
met a doctor who wants an advance directive made 
legally enforceable for that reason. Is it a common 
wish, do you think, among nurses? 

(Mr Wright) I would suggest that it is not a 
common wish among nurses that it is made a legal 
directive and I think the guidance we put out, the 
document you mentioned, is very clear that this is 
avery grey area; itis very dicey territory, and actually 
seeing the document as one tool we can use, as one 
item we can incorporate into an overall decision 
about the best interests, is probably the best way 
forward but not to make it legally binding. 

(Ms Andrews) Having said that, the Royal Col- 
lege of Nursing represents 300,000 nurses who work 
everywhere from the community to hospitals, the 
independent sector, private practitioners, and I am 
certain at any one moment you could locally find a 
nurse who is a member of the Royal College of 
Nursing who may well support it. So I hope that will 
not be used to refute our statement. 


Chairman] I think that is a very reasonable com- 
ment for the last word. Thank you very much indeed 
for coming along and being prepared to talk to us 
and answer our questions. Should there be any issue 
that you wish to follow up in correspondence, please 
do not hesitate to write to us. Thank you very much. 
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